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I
n a world with increasingly mobile populations, children
often attend emergency departments or primary care
surgeries where no documentation about existing medical

problems is held. This can cause difficulties, especially for
children with chronic and ongoing medical conditions.
Advances in medical and surgical care have resulted in
dramatic improvements in mortality and morbidity rates and
a steady and continuing increase in this population. This is
especially true for children with congenital heart disease in
whom there is a significant population with repaired or
palliated lesions. Such children are at risk of suboptimal
treatment when they present for emergency care from
unfamiliar health care providers.1 Health care professionals
are reliant on parents or caregivers to give relevant histories
and contact information, so becoming the child’s principal
advocate in accessing optimal health care.

Information about parental understanding of congenital
heart disease is scant, but a lack of knowledge about bacterial
endocarditis and antibiotic prophylaxis has been identified in
parents of these children.2 The aim of this study was to assess
the ability of parents attending a tertiary paediatric cardiol-
ogy centre to give accurate information concerning their
child’s medical condition, including the need for antibiotic
prophylaxis for dental procedures.

METHODS
Caregivers who attended an outpatient clinic with their child
in a tertiary paediatric cardiology centre (November 1998 to
January 1999) were approached for consent and interviewed
before they were seen by the clinician for their appointments.
Once they had consented to the study, the caregivers were
seen by one of two interviewers (GS, BF). Each question was
read verbatim to ensure consistency in the approach of the
interviewer to obtaining information. The answers were
recorded by writing down the words spoken. Ethical approval
was obtained for the study.

Parents and carers of children who attended outpatient
clinics for follow up of their cardiac condition, spoke English,
and were able to give consent to the study were included.
Patients were excluded if they had received an organ
transplant, did not have a consistent carer, were attending
the clinic as new patients, or were known to either of the
interviewers.

Parents were asked questions aimed at establishing their
ability to explain their child’s diagnosis to a medical
professional. The questions were devised specifically for this
study and focused on parents’ knowledge about their child’s
diagnosis and antibiotic prophylaxis for dental and other
treatment.

Following the interview both interviewers reviewed the
case notes to determine the accuracy of the information
received. The ability of each caregiver to give accurate medical
information was rated according to a scoring system devised
specifically for this study (table 1).

RESULTS
All 85 families approached agreed to participate. All carers
were parents of the study children. Mean age of the children
was 4.9 (range 0.2–12.9) years, 54 (64%) were male, and 42
(49%) had undergone previous cardiac surgery.

Results concerning knowledge of diagnosis are shown in
table 2. For 26% of children, parents were unable to give an
explanation which would have allowed a health professional
unfamiliar with the medical history to understand the
diagnosis. Mothers scored better than fathers. There were
no correlations between understanding of diagnosis and
previous surgery, the morphological diagnosis, the child
currently taking cardiac related medication (n = 13, 15%) or
the previous provision of diagnosis related written informa-
tion (n = 30, 35%).

In response to whether or not carers thought their child
needed any special treatment on visiting the dentist, 62
(73%) gave the correct response. Those that required
antibiotic prophylaxis knew that it was required for treat-
ments and not for simple check ups.

DISCUSSION
Children with special health care needs are an increasing
population. Like healthy children, those with underlying
chronic health problems will present requiring emergency
treatment to health care providers unfamiliar with their
medical history. Almost a quarter of children presenting to an
urban paediatric emergency department have one or more
chronic medical conditions.3 If such children are to receive
optimal care it is essential that accurate, up to date
information is available to health care providers. It is the
child’s carer who will be asked to provide such details.

Within this study, children were being followed up in a
tertiary paediatric cardiology centre with no emergency
facility. If acutely unwell, these children would present
elsewhere. Of the carers in this study, 22 (26%) could not
have given a description of their child’s condition which
would have allowed a health professional unfamiliar with
their specific medical history to understand the diagnosis.
Implicitly, the child might receive inappropriate treatment,

Table 1 Scoring criteria for carer knowledge of
diagnosis

Score Criteria for using score

1 Carer gave correct medical terminology to explain their child’s
condition

2 Carer used layman’s terms to describe their child’s condition. The
layman’s terms given allowed the correct medical diagnosis to be
deciphered

3 Carer used layman’s terms which suggested a probable medical
diagnosis but left the exact diagnosis unclear.

4 Carer aware of the vague nature of the child’s condition
5 Carer had no idea of the diagnosis
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particularly in situations where time sensitive decisions need
to be made. Similar findings were reported for children with
a wide range of chronic conditions, where 30% of carers were
unable to provide a meaningful explanation of the child’s
diagnosis to non-specialist health care providers.4

Furthermore, 23 carers (27%) gave an incorrect response
regarding their child’s need for antibiotic prophylaxis for
dental or surgical treatment, supporting previous research
identifying a lack of knowledge about endocarditis and
antibiotic prophylaxis in parents of children with congenital
heart disease.2 By current guidelines, 18 of these 23 patients
would have needed such prophylaxis, while five patients had
carers who felt they needed antibiotic prophylaxis, when it
was in fact unnecessary.

This is a relatively small study, covering children with a
wide range of cardiac diagnoses. Only carers attending clinic
were interviewed, which may have resulted in a sample bias
as these parents were more adherent with their child’s care,
and perhaps more knowledgeable. The data from this study
and of other groups of chronically ill children indicate a need
for a mechanism by which health care providers unfamiliar
with a child’s medical history can have access to such
information. Currently, there is a move towards patient held
records. It has been suggested that ‘‘smart’’ cards will play a
pivotal role in future health care,5 but only if patients and
their families adhere to the demands of such a system by
carrying the cards with them. At present, it is crucial that
basic informational needs are addressed, so enhancing
parental knowledge about their child’s diagnosis and
medication(s), as well as the child’s or adolescent’s own
knowledge to cater for situations where carers are not
available. Efforts to provide accurate, individualised informa-
tion for parents and children need to be intensified and the
efficacy of different mechanisms for delivering such informa-
tion audited. Enhanced understanding of the illness and its
treatment has implications not only for the physical well-
being of these patients but also for their psychological
welfare, quality of life, and their adherence to the prescribed
treatment protocols.
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Table 2 Ratings of knowledge about diagnosis and need for antibiotic prophylaxis

Rating of carer knowledge of diagnosis (n = 85)

Correct knowledge about
need for antibiotic
prophylaxis (n = 85)

1 2 3 4 5 Yes No
Mother 27 9 6 3 0 34 11
Father 4 4 0 2 1 5 6
Both 13 6 4 5 1 23 6
Total 44 (52%) 19 (22%) 10 (12%) 10 (12%) 2 (2%) 62 (73%) 23 (27%)
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